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The novel opens with the narrator and protagonist, John Washington, summoned home to Western Pennsylvania to attend to his dying friend and surrogate father, Old Jack Crawley:
I wanted to push the door open and just go in, but you do not do that to a man, not even to save his life. And so I waited, and waited, and raised my hand to knock again. Then I heard the sound coming from behind the weather ravished door: a long racking cough. I shoved the door open and stepped inside. "Jack?" I said, as the door swung to behind me.
He coughed again. His breath came in harsh asthmatic whistles, mucus shifting in his chest. Pneumonia. But I didn't mind; at least he was breathing. I moved towards where he lay and looked down, although I knew I could not see him [in the dark]. I could smell him, though. He stank of urine and feces and unhealthy perspiration. "Jack," I said, stupidly, "you all right?" He chuckled, the same deep, throaty chuckle he had always had, and my heart lifted. But then the chuckle ended in a cough, not a rumbling cough, but a high, deep, tight one. I shuddered at the sound of it, for I knew what it was like to lie in a bed feeling the vise closing down on your chest, knew he would be feeling no relief... "It does me good to see you," I said. I reached out through the darkness, but I stopped myself before I touched him; he would not want that, not now, when it would feel like the touch of a nurse. He would rather die than have that.
[...] "We're gonna have to do somethin' about that cough," I told him.
"More whisky," he croaked. "You need a doctor," I said.
[...]"Like hell I do. Last time I went to a doctor, I went over to see Old Doc Martinson, an' that old quack thumped me an' pounded me an stuck his finger up ma butt an' then charged me a dollar... and that was the last time I ever had no truck with doctors. ...
[
...]
"You need a hospital. That cough sounds like your guts are comin' out." "...
[Y]ou want me to go over there an' trust them people? Like hell I will. I ain't sayin' they'd kill me, now, but they sure as hell would let me die. Wouldn't be the first time it happened, neither. Lord knows your mama, she's anxious to think well a white folks, but even she'll tell you 'bout what happened to one a them big-time colored Methodist bishops, took sick an' they put him in a white folks' hospital an' before they could turn around, them white folks had just like forgot to give him what he was supposed to be getting' an he up and died."
[...] We had dreamed away the day, he in delirium, I in reverie. From time to time he wakened to cough, from time to time I stirred to put more wood on the fire... I drifted, recalling another time when I had sipped whisky and listened to a fire's keening. My eleventh birthday. A night in summer, the air warm enough but tinged with the chill that always haunts the mountains... We had been camped in the lee of a giant boulder ... Old Jack sat close to the flames, sipping a toddy from a tin cup. I sat beside him, sipping from a tin cup of my own. Old Jack, as usual, was talking, but softly; he was telling a tale. I could not really hear him; I had had 3 or 4 toddies by that time, and all I could really do was sit and hold the warm cup clutched against my belly, watching the flames dance against the backdrop of the night. His words came to me only in bits and snatches, but I had not needed to hear more; I knew the tale. He had told me the story twenty times by then, but he had only needed to tell me once, for at that first telling he had said that it was a tale that [my father] Moses Washington had liked to tell over and over again. And so I could sit by the campfire, hearing the words with only half of my mind, filling in the details on my own, telling myself the story of a dozen slaves who had come north on the Underground Railroad, fleeing whatever horrors were behind them, and who had got lost just north of the Mason-Dixon Line, somewhere in the lower reaches of the County, and who, when they could no longer elude the men who trailed them with dogs and horses and ropes and chains, had begged to be killed rather than be taken back to bondage."
This was the first telling in the novel of the legendary incident in Chaneysville, Pennsylvania for which the novel is titled. The story is told a second time by the narrator, John, after he reconstructs bits and pieces of history and comes to a new understanding of the tale of the twelve runaways facing their final stand in Chaneysville: that in the end, realizing that they were about to be caught and returned to slavery, "And before I'll be a slave I'll be buried in my grave and go home to my God, and be free."
For a chorus or two, or three, the song was loud and strong. And then the song grew weaker, the voices that had raised it falling silent one by one, until at last there was only one voice, a strong soprano voice, carrying the song. And then that voice, too, fell silent. But the song went on. Because the wind had shifted again, and was blowing from the west; because now the wind sang."
The story of the mass suicides by the runaway slaves at Chaneysville is a testament to the extraordinary measures people will take to maintain and protect agency and control over their lives. The character, Old Jack, had emphasized that message to a young John Washington, telling him: "If [a man] don't have no say over the things he needs to live, he ain't ...no man. A man has to have a say. You understand that? ... Everything a man does... is on accounta he wants some say." This statement parallels one of the findings from my ethnographic study on medical decisionmaking among low-income African American adults diagnosed with potentially fatal illnesses and facing the end of their lives. One case in particular, that of Mr. E, illustrated the need of a man to "have a say" over his life-a need that drove decisions he made as his world grew smaller and smaller, constricted by the weakness he experienced from advanced metastatic cancer.
Mr. E. had been homeless, found on the streets, incontinent and unable to walk. Brought to the emergency room, he was admitted to the county hospital with a presumed diagnosis of metastatic colon cancer. Although he was asked to sign many papers, presumably for insurance purposes and for consents of various kinds, he had no clue what he was signing. He described one incident when nurses came to place a nasogastric tube that was ordered prior to an endoscopic procedure, the consent for which he had signed but not understood: "I sitting up there and I didn't know what they was gonna do. I was sitting up there on the bed and [two women came in and] said I'm gonna have an operation. [Then they] grabbed me and choked me and they pushed that thing up my nose. [One of them] put a hold on me. I couldn't get free. Two big old ones musta weighed 200 pounds. I can't do nothing. And when they did that they just left me. [Tied me up] about 8 or 9 hours. The next day I said don't come in here. ... Well I'm upset... and I got all this trouble on me and I don't figure the doctors ain't telling me nothing... They don't tell me nothing. I asked 'em, they won't say nothing.
"They kept me [tied down] and scoped me twice and they told me I wasn't cleaned out enough and... His words: "I'd rather die than let you do that" echoed the sentiments of the runaway slaves in Bradley's novel as they faced their captors and of Old Jack who refused to go to the "white folks' hospital" or be subjected to the touch of a nurse. Each had a unique experience that led to the same response: the preference to die rather than be subjected again to such inhumane treatment. For the slaves, it was the brutality of slavery; for Old Jack, a lifelong experience of racism; for Mr. E., his perception of being medically abused in place of receiving meaningful care.
The nurses and doctors who cared for Mr. E. saw him as medically illiterate and marginally competent to participate fully in medical decisions. Yet in many ways, it was the healthcare team who lacked the literacy to understand and see the world through his eyes. To improve the care of the vulnerable poor requires deeper insights into their decision-making processes. For that, we can turn to the power of narrative to shift our gaze. Bradley's novel reveals the centrality of freedom and agency in medical decisionmaking and how the loss of that agency through structural conditions-discrimination (real or perceived) or poverty-can lead to a profound loss of trust, not only in health care providers, but also in the science we represent and the practices we advocate. The novel also shows us that by evoking and actively attending to the stories of the vulnerable dying and to the personal and cultural histories that shape those stories, we may come to a better understanding of what life, sickness, and dying may be like for them and thus bring the possibility and power of insight and empathy to bear upon our practices and policies in medical care. & What modifiable structural conditions in health delivery systems or practices (or lack of such systems and resources) constrain an individual's agency and capacity to "have a say" in not only how to live, but also to die as he or she would like?
